2004; Griffiths et al. 2002 Griffiths et al. , 2004 Robotham et al. 2016; Rose et al. 2008) . In Australia, the Statement on Consumer and Community Participation in Health and Medical Research outlined the importance of consumers and the community playing an active role in health and medical research (National Health and Medical Research Council and Consumers Health Forum of Australia, 2002, 2016) . Growing acceptance of the mental health recovery movement creates a solid foundation for consumers and carers to move beyond tokenistic modes of participation and into meaningful and effective involvement (Hancock et al. 2012) .
Whilst this increase in meaningful involvement is promising, much of the published literature in the area is from the perspective of researchers who do not themselves have lived experience of mental health issues. Academic researchers who also have lived experience have the potential to bridge the gap between the consumer sector and traditional academic researchers, bringing together the lived experience of mental health issues with academic training (Griffiths 2002) . By breaking down the dichotomy between 'lay consumer' and 'academic researcher,' lived experience researchers may increase the acceptance of people with lived experience as equal partners in the research process by other researchers and may influence both the research sector and the wider community on the importance of involving other consumers in the research process (Griffiths 2002) . This model is a key tenet of the research coproduction programme we describe in this study, which extends the model to people with lived experience as mental health carers, in acknowledgement of the importance of their unique and complementary perspectives.
We acknowledge that many consumer and carer researchers work outside academia and consider our own consumer and carer partners to be coresearchers. However, for clarity in this study, we use the term 'lived experience researchers' to describe the academic researchers who have lived experience as a mental health consumer or carer and use that experience in their research work in a University environment.
ACACIA: The ACT Consumer and Carer Mental Health Research Unit
In 2011, the Australian Capital Territory (ACT) Government commissioned a review into community sector mental health services in the ACT region. The review aimed to identify areas for service improvement and redesign. A specific recommendation of the review was that a mental health consumer and carer research unit be established in the Territory. This was underpinned by identification of the need to use the experiences of consumers and carers to inform quality improvement activities in the context of a potential shift to a more collaborative and integrated care system (ACT Government Health Directorate 2011). This recommendation was implemented by the ACT Government through a competitive tender process that led to the establishment of ACACIA, at The Australian National University Centre for Mental Health Research.
ACACIA enables consumers and carers in the ACT to take an active role in relevant, high-quality mental health research. ACACIA has five primary objectives: (i) consumer and carer involvement in setting the research agenda; (ii) consumer and carer involvement in developing effective involvement methods; (iii) research training and capacity-building for consumerand carer-led research; (iv) lived experience research dissemination; and (v) using the results of the first four objectives to influence ACT policy and practice. Although it may be argued that the objectives could be met by lived experience researchers alone, our belief is that, to genuinely fulfil these objectives, it is necessary and incumbent upon us as lived experience researchers employed by the University to work closely with consumer and carer organizations and the community more broadly to maximize the breadth of perspectives and inclusion. This also provides the opportunity to model effective and meaningful involvement to the research community generally, capitalizing on the links enabled by the lived experience researcher model, whilst also building mental health consumer and carer research capacity. Finally, the inclusion of communitybased consumer and carer partners can also help to address the perception by some that researcher lived experiences are qualitatively different.
Design
In this study, we take a reflective approach, describing key ACACIA coproduction activities from the perspectives of those involved in the activities. Consistent with Staley's (2015) suggestion that there is a need to provide more detail on involvement to understand how it works, we include selected data from activities and evaluations to demonstrate processes and outcomes. The research team and the Consumer and Carer Advisory Group discussed and agreed on roles in manuscript production: the lived experience researchers drafted the manuscript and two Advisory Group members (one independent consumer representative (RR) and one independent carer representative (SH)) provided revisions and comments on their experience of their involvement, included as direct quotes.
METHODS
The ACACIA model Figure 1 illustrates the components of the ACACIA model. Key personnel for the unit include the lived experience researchers, the Consumer and Carer Advisory Group, and the broader consumer and carer community. These groups collaborate to achieve the objectives as described above (see Background). The intended outcomes are robust links with the mental health community, with an identified model of active involvement to produce relevant and influential research for policy and practice. The structure of the unit is set out in a Services Agreement; the funder, research leads and consumer and carer peaks discussed the structure and adapted a standard ACT Agreement to meet funding requirements whilst allowing flexibility for model development across the life of the contract. We elaborate on the core components of the model below, including examples of key activities.
Lived experience researchers
As described in the introduction, all researchers within ACACIA have personal experience with mental health issues as a consumer, carer or both. Lived experience is included as a selection criterion for positions within the unit, with applicants advised they must be comfortable with identification as a consumer or carer as a part of their role, similar to the requirement for peer workers within mental health services. We encourage safe, reflexive use of personal experience when conducting research projects and training, but the level of disclosure of specifics is a decision for each individual. The effect of this open identification is twofold: shared experiences with mental health services facilitate connections between the researchers and consumer and carer partners; and successful conduct of research and training demonstrates the feasibility and value of research in partnership to nonlived experience researchers.
The ACACIA Advisory Group
Advisory groups are one of the better-established methods of involvement (Salway et al. 2015) and a very good method for embedding partnerships at the research governance level. ACACIA's Consumer and Carer Advisory Group is a core element of our model. Membership (n = 9) consists of one organizational and one member representative from each of the ACACIA consumer and carer organizations, and two consumers and two carers recruited from the community. Provision also exists to invite extra consumers or carers to the group for specific tasks; this is done by consensus in the group. A policy representative from the ACT Government is also a funder-required member of the group, providing a policy perspective on discussions and facilitating links with policy decision-makers. In accordance with best practice for consumer and carer involvement (National Health and Medical Research Council and Consumers Health Forum of Australia, 2005, 2016) , any members of the group who are not in receipt of a salary for their participation are paid a reimbursement in recognition of their contributions.
The group meets face-to-face six times per year, with some out-of-session work when required. At faceto-face meetings, the research team provide verbal reports on research in progress and discuss plans for new research and events with the Advisory Group to inform design, maximize relevance and promote a sense of mental health community ownership of ACA-CIA activities. The Advisory Group and the lived experience researchers work collaboratively towards best practice in lived experience research, including strategies for working in partnership with consumers and carers in a manner that reflects mutual trust and respect for all voices at all stages of the research cycle. The priority-setting studies described in the next section provide an example of this partnership.
Evaluation is a standing item on Advisory Group meeting agendas, to facilitate ongoing discussion about group processes and outcomes. Advisory Group members suggested this method of continuous evaluation and improvement as a way of addressing any issues in a timely manner and also providing an opportunity to reflect on and celebrate successes. Discussions about this item resulted in the creation of an evaluation register to track suggestions made and actions taken, and initiation of brief monthly written reports to facilitate better communication of progress between the twomonthly meetings. The register and reports are provided to Advisory Group members and available more broadly by request. Advisory Group members report that these measures have increased their sense of connection with the unit and improved their understanding of the progress of projects.
One challenge that arose in the third year of ACACIA was inconsistent Advisory Group meeting attendance. For both the lived experience researchers and the Advisory Group, this resulted in perceptions of poor continuity and conflicting or repeated discussions on the same issue at multiple meetings. Collaborative redevelopment of the Terms of Reference for the group was undertaken to strengthen the attendance policy, including provision for attendance of proxies and for a discussion with the Chair about alternative ways to contribute to ACACIA if three or more consecutive face-to-face meetings were missed. One Advisory Group member (author SH) commented:
. . .I have found [the changes] very reasonable, and they do make me feel like the group is taken seriously and that we are not used tokenistic-ly. Making sure there is continuity and regular attendance has felt really professional and felt as though we have been a real part of the team.
The research team have found the involvement of the Advisory Group to be a rewarding and valuable experience. The members of the Advisory Group have engaged in robust discussions with each other and the research team regarding study design, participant recruitment materials and methods and the wording of study questionnaires and interview protocols. They have assisted with data collection at two forums, including the priority-setting forum we describe in the next section, and provided insight into findings, including what researchers should do to further progress the areas. An Advisory Group member (author SH) reflected on her experience:
It has been great so far to see how passionate people are in the group-especially the longer serving members, who know their way around ACACIA really well. Some of the other things mentioned above, I have yet to experience with ACACIA, though I have really enjoyed being able to help with wording ideas. I feel having a group of consumers and carers really benefits wording across ACACIA, 'the more heads the better'. And who better to know what would resonate with carers and consumers, than carers and consumers themselves.
The Advisory Group have also provided important consumer and carer perspectives on ethical considerations for mental health research. Ethics committee feedback often reflects a lack of understanding of the breadth of mental health consumer and carer experiences and perspectives: the inclusion of these from the Advisory Group has strengthened our responses to issues raised by the ethics committee and impacted positively on ethics committee feedback to the ACA-CIA applications more broadly. One Advisory Group member (author RR) commented:
Having an opportunity to discuss the place of consumers and carers in [ethical] research has provided an opportunity to consider the varied perspectives which are inherent in consumer and community engagement. This has enriched my understanding of these dynamics and has fed into my own research and policy work.
Setting the ACACIA research agenda
Although the research community uses a number of priority-setting methods, consumer and carer perspectives remain largely absent in mental health research priority-setting (Banfield et al. 2014) . Given the unique and valuable perspective of consumers in identifying areas and issues of emerging importance (Banfield et al. 2014) , or those that have otherwise been overlooked (Banfield et al. 2011) , consumers and carers have much to contribute and have the capacity for leadership in this space (Happell & Roper 2007) .
As part of ACACIA's development in partnership with the broader mental health consumer and carer community, our inaugural event was a research priority-setting forum. The forum had two main components: (i) to identify and prioritize consumer and carer topics for research and (ii) to explore consumer and carer views on methods of active involvement in research (described in the next section). The entire stakeholder collective (consumer and carer organizations, researchers and policymakers) associated with ACACIA agreed it was important to conduct our own priority-setting forum. This was to provide the local consumer and carer community a sense of ownership of the unit's work and inform the focus on local services and policy. The ethical aspects of this research were approved by The Australian National University Human Research Ethics Committee (protocol #2013/ 388).
We are preparing a paper to report the detailed methods and results of the priority-setting exercise, together with the follow-up priority survey described below. Reported here are the main outcomes of the day and their contribution to ACA-CIA's overall programme of work over the past 4 years.
The forum was entirely consumer-and carer-led: it was organized and run by the lived experience researchers and Advisory Group members, and a wellknown consumer advocate facilitated proceedings. A total of 25 people with lived experience attended the forum: 14 consumers, five carers and five who identified as both consumers and carers. Research prioritysetting was undertaken in stages and involved three group activities. Participants were first asked 'What are the topics/areas/services that you think should be the focus of research within the ACT?' They were then asked to refine their ideas into research topics or questions. This activity was designed to assist participants to focus their earlier open discussions and allowed consumers and carers to participate in the early stages of thematic analysis (Braun & Clarke 2006) .
During the lunch break, two members of the research team (MB and KG) collated the individual topics generated by the groups into broad thematic areas by consensus and using an inductive approach (Patton 1990) ; the topics organized in the thematic areas were then transferred to poster paper.
This process resulted in a final total of 79 topics that fell into 14 broad thematic areas (see Box 1). Sixteen topics did not fit well with any of the themes and were listed together under the category 'other'.
The lived experience researchers and Advisory Group members reviewed the final list of themes and associated topics for consistency before presentation to the forum participants. Participants were then invited to participate in a 'dot-mocracy' (Maley 2010) process for identifying research priorities. Each participant was provided with five coloured adhesive dots, with the colour differing between consumer, carer and consumer/ carer groups to enable the priorities of these three groups to be differentiated. Each dot represented one vote for a topic or thematic area. Participants were free to distribute their dots across as many or few topics as they wished by placing one or more dots against the topics on the poster paper.
The available 120 votes (70 from consumers, 25 from carers and 25 from consumer/carers) were distributed across 59 of the 79 topics. Most topics received between one and three votes, with little clear consensus on those of highest importance. The topics with slightly higher votes (6-7) were in the thematic areas of services, treatment and the ungrouped individual topics, such as recovery. Internal university seed funding scheme
All topics are consumer-and carer-identified, and all projects are led by lived experience researchers.
The lack of consensus on the highest priorities for research reflects the experience of the research team in previous similar exercises (Banfield et al. 2011 (Banfield et al. , 2014 . Initially, we were concerned that the scope of topics raised, coupled with a lack of clear priorities, did not provide a focus for the research agenda. However, a member of the Advisory Group suggested that these findings communicated that consumers and carers believed all topics were important and research into any of them would be considered progress on the consumer and carer agenda. Their view was that the mental health community trusted ACACIA's lived experience researchers to work with the topics in a way that best addressed the identified gaps. Table 1 lists the projects undertaken and submissions for competitive funding to progress the research agenda developed at the priority-setting forum. Most projects address more than one topic or question raised at the forum, including two of the three top-rated topics, and cover the services, treatment and peer-to-peer themes. In many instances, projects undertaken were driven by the availability of funding for a specific topic (e.g. evaluation of the Partners in Recovery programme for the ACT Primary Health Network). Initially, there was some concern from the Advisory Group that this funding-driven approach may not maintain ACACIA's focus on the consumer and carer priorities. To address this, we implemented a new procedure whereby the research team first assess any opportunities against the priorities list and then discuss them with the Advisory Group prior to acceptance as an ACACIA project. This improved the sense of shared control over progressing the research agenda.
In 2017, the ACACIA research team and Advisory Group agreed to conduct an update to the priorities study, using an online survey. This was to serve two purposes: (i) to 'check in' with consumers and carers on whether the agenda developed in 2013 reflected current priorities and (ii) to extend priority-setting Australia-wide. The survey questions reflected the priorities raised by participants at the 2013 forum, and item wording was consistent with that was used by mental health consumers and carers at the forum.
The survey comprised 15 pages that presented the topics according to the themes listed in Box 1 above; survey participants were asked to rate the importance of the research topics on a 5-point Likert scale (very low to very high priority) and suggest any additional topics for the area on each page. At the end of the survey, all items rated as 'very high priority' were presented in a list for 'drag-and-drop' ranking. The final page of the survey invited further comments and ranking of topics suggested in open-ended responses.
The survey was piloted with the ACACIA Advisory Group to ensure questions were clear, the response format was acceptable and to identify any challenges for completion. The survey was released in September 2017; the preliminary results were discussed with the Advisory Group in February 2018 to decide on final analysis structure. It is intended that the results will provide further direction for ACACIA's research agenda for the remainder of our current contract and beyond.
Developing methods for involvement
In addition to developing topics for research, there is scope for consumers and carers to provide input into specific methods for their meaningful involvement in the research process. At present, little is known about consumer and carer perspectives on this: the insight provided by Rose et al. (2008) , also in the context of priority-setting, represents some of the only peerreviewed literature in this area.
The final activity of our 2013 forum was a facilitated large-group discussion on methods to involve mental health consumers and carers in the research process. The forum facilitator invited participants to suggest ways of ensuring that consumers and carers actively participated in the research process across the five stages of research as conceptualized by the National Health and Medical Research Council and Consumers Health Forum (National Health and Medical Research Council and Consumers Health Forum of Australia, 2005 Australia, , 2016 : deciding what to do, deciding how to do it, doing it, letting people know the results and knowing what to do next. During this activity, participants were also asked about their preferred ways to gain research skills through training.
Participants suggested four main strategies by which to facilitate the involvement of consumers and carers in the research process. These were:
1. Work with community organizations already undertaking research to improve methods and increase recognition of this work as research. Forum participants who were members of such organizations commented that they were committed to conducting consumer-and carer-focused projects, but had found that their work was often not recognized as genuine research within academic communities.
These participants suggested that one-on-one mentoring of community organization staff by academic consumer and carer researchers would be a good method of capacity-building for consumer-and carer-led research. They anticipated that mentoring would facilitate the development of the methodological rigour required for greater recognition of their work. 2. Conduct skill-building workshops to facilitate greater involvement of consumers and carers in the research process. Participants commented that a barrier to involvement was a lack of knowledge on how to effectively conduct data collection such as interviews and surveys. Other research projects have successfully trained consumer interviewers as part of the project protocol (National Institute for Mental Health Research, 2015) , but workshops to build these skills more generally may be a valuable way of encouraging consumers and carers to have the confidence to get involved. 3. Focus on specific tasks to which consumers and carers can easily contribute. One such task was nonacademic input on participant information sheets to ensure their suitability for consumers and carers. Several participants commented that the information sheet for the forum, which was developed from a compulsory university template, was too long and not particularly engaging. They felt it could have been improved with feedback from people in the groups it targeted. 4. Recruit and engage participants in ways that work best for them. Discussion in this area broadened the focus to ways to engage people as research participants as well as active contributors to the research process. Forum participants were interested in strategies for making research more engaging, from recruitment through to the communication of findings. They suggested that many mental health consumers and carers prefer 'personal' methods of participation, such as face-to-face interviews, and suggested rapport was better with other consumers or carers, particularly for relating personal stories. The engagement of consumers and carers as interviewers was seen as especially useful for connecting with vulnerable or underresearched communities such as those from culturally and linguistically diverse backgrounds. Participants also suggested that it was important to take the research to the potential participants by visiting communities and holding a social event to increase people's comfort with the research team. Finally, they strongly favoured providing feedback on the findings to the community using a variety of methods such as community organization newsletters, public seminars and websites.
A key message from the discussion on methods of involvement was that no one size fits all. Participants indicated that the optimal strategy was to employ a variety of methods and to identify opportunities to partner with consumers, carers and organizations throughout the research process.
Forum participants commented on the respectful atmosphere that contributed to a sense that the day was truly consumer-and carer-led, or as one participant commented in an evaluation form '. . .acknowledging our capacity to be researchers, not just be researched.' Participants also remarked in their evaluation forms that the opportunity to discuss their ideas and experiences with other consumers and carers was highly valued.
This sense of being valued was echoed in comments from Advisory Group member and author SH, who characterized her experience with ACACIA as 'unique'.
'I don't know of anywhere else I could volunteer which is within a research institute or is focused on research. There doesn't seem to be volunteer opportunities in the academia space-so this is really special. Gives us more credit for our abilities. Even just having people truly listen to us in this space, is important and can be therapeutic in itself I feel.
In the 4 years since the forum, the lived experience researchers have focused on changes to research methods that are consistent with the methods of involvement raised. For example, we develop information sheets and recruitment materials for projects in collaboration with the Advisory Group to improve appeal and readability. In response to feedback from potential participants who subsequently chose not to proceed with participation in the 'Whose story is it?' project when presented with the information sheet, a member of the research team (ARM) redeveloped the compulsory university information sheet template in attractive brochure form, using images and breaking up text into manageable 'chunks.' This approach increased the successful recruitment of participants into the study and was described by the Chair of the ethics committee as '. . .a creative and sensible solution. . .a nice idea about how we might try to fix one of the more bothersome aspects of ensuring information is delivered without putting people off.'
The brochures are included with bright, eye-catching flyers to advertise research participation opportunities, and, as suggested at the forum, the team has expanded its recruitment methods to include social media and nongovernment organizations in addition to consumer and carer organizations. Wherever possible, face-to-face methods of data collection are incorporated into project design: if survey-based research is conducted, participants are provided with the opportunity to comment in their own words in openended boxes. We also offer the option of talking with the lived experience researchers for more information about a project or the unit on all advertising materials.
Further consumer and carer input to guide research methods has arisen from ACACIA projects, many of which we have incorporated into ACACIA research practices. In the 'Whose story is it?' project, we conducted interviews with consumers and carers about ethical issues in mental health research. In these interviews, many of the participants made suggestions for safeguarding participant well-being to ensure a wide range of people with lived experience has the opportunity to share their perspectives in research. A key suggestion was to offer interview and focus group participants the opportunity to bring a support person with them to provide solidarity and help participants feel comfortable sharing their perspectives in a research setting. This was thought to allow a wider range of perspectives to be represented in research, especially the inclusion of consumers currently experiencing symptoms, who may otherwise be excluded. Other findings from the 'Whose story is it?' project will be assembled into a set of consumer-and carer-developed guidelines for the safe and productive involvement of people with lived experience in research.
Capacity-building and training for research involvement
Capacity-building with consumers, carers and community organization is an ongoing process within ACA-CIA. The team conducts skill-building workshops on methods of participatory research for consumers, carers, researchers and other stakeholders at least once per year, usually in association with one of the major mental health conferences. In 2016, we also created a 'research internship' role within ACACIA, offering the opportunity for people with lived experience and an interest in leading research to gain core research skills in a paid position. The first intern (author OF) completed his position in December 2016, commenting:
My year as an ACACIA intern was a valuable and rewarding experience that has expanded my skillset and strengthened my ambitions for a career in research. It has given me exposure to a broad spectrum of challenges and opportunities for professional growth. I have gained confidence and learnt a variety of new skills in research. . . I always felt that my work was valued and respected. This position enabled me to contribute substantively to a variety of research outputs, including authorship of scientific papers and official reports to external stakeholders.
CONCLUSION AND RELEVANCE FOR PRACTICE
Our experiences developing and progressing the ACA-CIA model demonstrate both the positives and the challenges of involving consumers and carers in the research process. There are particular lessons to be learned from the lived experience researcher model. We are increasingly dismantling the traditional barriers between consumers, carers and researchers; however, this approach is still developing. Robust links with the ACT mental health consumer and carer community have facilitated two-way growth in understanding of research processes and how we may best influence policy and practice. Of particular note is the ongoing development of trust between the two groups. Being close to the communities to the extent that the researchers are perceived as 'insiders' (Salway et al. 2015) has been shown in previous work to increase both the numbers of and the level of engagement of research participants (Brett et al. 2014; Johnson et al. 2016) . This is particularly important as the mental health consumer and carer community is a group that has traditionally been marginalized from the rest of society, and in particular from researchers. Traditional mental health research has predominantly involved mental health consumers or carers as passive participants only, and this top-down researcher-driven model has generated distrust on the part of the community (Johnson et al. 2016) .
However, being a lived experience researcher can also feel isolating. Occasionally, rather than lived experience researchers being 'insiders' in both the research and mental health worlds, our membership of both groups instead makes us 'outsiders.' We have experienced exclusionary behaviour from other researchers, such as devaluing or compartmentalizing our work, and from the mental health community, who may mock our attention to detail or comment that we could not know the 'real' consumer/carer experience. As we acknowledge and celebrate the dismantling of barriers, it is important to remember that two-way respect underpins strong relationships and facilitates partnership for relevant research.
ACACIA will always be under development and refinement. We hope that, as acceptance of consumerand carer-led research grows and the importance of lived experience perspectives in driving research is recognized, increasing numbers of mental health consumers and carers will get involved and lead to better outcomes both in research and in mental health.
